Over the past 20 years, considerable healthcare resources have shifted from an inpatient to an outpatient setting. To be in an outpatient setting or at home after allogeneic haematopoietic stem cell transplantation (allo-HSCT) has been shown to be medically safe and beneficial to the patient. In this study we describe patients' experiences of different care settings (hospital or home) and a new life situation during the acute post-transplant phase after HSCT. Semi-structured interviews were conducted with 15 patients (six women and nine men) 29-120 days after HSCT. An inductive qualitative content analysis was performed to analyse the data. The analysis resulted in four categories: To be in a safe place, To have a supportive network, My way of taking control, and My uncertain return to normality. The findings showed that patients undergoing HSCT felt medically safe regardless of the care setting. The importance of a supportive network (i.e. the healthcare team, family and friends) was evident for all patients. Both emotional and problem-focused strategies were used to cope with an uncertain future.
| INTRODUCTION
Allogeneic haematopoietic stem cell transplantation (HSCT) may offer an option for cure and prolonged survival for many patients suffering from haematological malignancies. Nevertheless, it is one of the most intensive forms of cancer treatment (Gyurkocza, Rezvani, & Storb, 2010) .
During the past decade, the toxicity and mortality associated with HSCT have been reduced due to several improvements (e.g. better genomic tissue typing, individualised pre-treatment, better treatment of infections, and improved supportive care). The number of patients eligible for HSCT has increased as a result of these improvements (Remberger et al., 2011) . The latest survey from the European Society of Blood and Marrow Transplantation reports that approximately 15,700 HSCTs are performed in Europe annually (300 in Sweden) (Passweg et al., 2014) Traditionally, the transplant process starts when the patient is admitted to the hospital to receive conditioning therapy and donated stem cells. The patient is then kept isolated during the pancytopenic phase, lasting approximately 2-3 weeks after HSCT, to await engraftment of the donated stem cells, i.e. the new haematopoietic system (Ringden & Le Blanc, 2005) . During this phase, patients will likely experience multiple side effects (e.g. fatigue, nausea, mucositis, pain, and loss of appetite) related to the chemotherapy, radiation, or both (Bevans, Mitchell, & Marden, 2008; Ringden & Le Blanc, 2005) .
Neutropenia and disruption of anatomical barriers as a result of mucosal damage and vascular intravenous devices alter the risk of infections during this phase (Ringden & Le Blanc, 2005) . In addition, a major complication is acute graft-versus-host disease (GVHD), an immunological reaction of donor immune cells. Acute GVHD usually develops within the first 3 months after HSCT and mainly affects the skin, the liver, and the gastrointestinal tract. Acute GVHD is significantly associated with increased morbidity and mortality after HSCT (Gyurkocza et al., 2010) .
When engraftment occurs, patients are discharged from the transplantation unit; during the rest of the acute post-transplant phase (i.e. the first 3 months after HSCT), the patient continues with weekly follow-up (i.e. two to three times per week) in an outpatient setting.
During this phase, psychological distress and negative moods due to anxiety and depression are common (Pidala, Anasetti, & Jim, 2009 ).
The risk for GVHD and the symptom burden makes supportive care and surveillance as well as reducing the burden of symptoms important treatment goals for healthcare professionals in the post-transplant period (Grant, Cooke, Bhatia, & Forman, 2005) .
In HSCT treatment in particular and in cancer treatment in general there has been a major shift over the past decades from care in a hospital setting to treatment and care for selected patients in outpatient settings, including the patient's home. The rationale underlying this shift has been described as the desire to improve patient experiences and quality of life, to avoid unnecessary hospitalisation, to rationalise the use of hospital beds, and to improve cost-efficiency (Sive et al., 2012) . In 1992, Russell, Poon, Jones, Woodman, and Ruether (1992) reported some successful results of allo-HSCT treatment in an outpatient setting without protective isolation. This finding served to motivate the implementation of home care at our centre. Since 1998, selected patients at our unit have been offered treatment at home in the early neutropenic phase after allo-HSCT (Svahn, Bjurman, Myrback, Aschan, & Ringden, 2000) . Results have shown that home care is safe and even has several medical advantages (Svahn, Ringden, & Remberger, 2005; Svahn et al., 2000 Svahn et al., , 2002 . Some of the results from our centre have been confirmed in other studies of outpatient care after allo-HSCT (Mcdiarmid et al., 2010; Solomon et al., 2010) .
In an previous paper (Bergkvist, Larsen, Johansson, Mattsson, & Svahn, 2013) we reported that, irrespective of care setting (i.e. home care or hospital care), patients were highly satisfied with the care and support given by the healthcare professionals during the pancytopenic phase, indicating that home care is at least as satisfying as being treated in a hospital environment. Thus, an important aspect of care in the patients' home or in a hospital setting during allo-HSCT is how it influences their daily life during the acute post-transplant phase. One question concerns the pros and cons with these two care settings.
Such knowledge is needed to be able to evaluate the care process and to further improve patient support. The aim of this study was therefore to describe patients' experiences of different care settings and life situation during the acute post-transplant phase after allo-HSCT.
| METHODS

| Setting
The study was carried out at a transplantation centre in Sweden, located at a university hospital in a city that performs approximately 80-90 allogeneic HSCTs every year. It is a regional centre for HSCT, where patients from other counties in Sweden and from other countries are also treated. Before HSCT, patients who fulfilled the criteria for home care had the opportunity to choose between hospital care and home care during the pancytopenic phase (Svahn et al., 2002) . The conditioning and stem cell intravenous infusions were administered in hospital in which all patients received conventional prophylaxis against bacterial (Olsson et al., 2010) and fungal infections (Forslow, Remberger, Nordlander, & Mattsson, 2010 ) associated with GVHD. Most patients who chose home care went to their homes on day 1 after HSCT. After discharge, all patients were treated at the outpatient clinic.
For home care, the following criteria had to be fulfilled: having a family member or friend who was able and willing to stay with the patient during the entire treatment at home; the temperature of the hot water had to be least 50°C; no pets or pot plants were allowed in the home; the bed linen used by the patient had to be laundered at least three times a week; and the patient's home had to be within 1-2 h driving distance from the centre. The home care nurse informed the patients and family members about hygiene routines at home. The home care patients were not restricted to one room but were free to move around. During the pancytopenic phase, patients in home care were visited and cared for once a day (1-2 h) by experienced nurses from the transplantation centre. In addition, a physician called each afternoon to check on the patient's well-being and to make appropriate modifications regarding examination, treatment, medication, and patient management. If there were any signs of unstable vital parameters that could not be dealt with at home, the patient was re-admitted to the transplant centre (Svahn et al., 2002) .
Patients receiving hospital care were treated in conventional single rooms with reversed isolation and air filtration. The room had a TV, a DVD player, and an exercise bicycle. The patients were encouraged to have a family member or a friend staying with them around the clock. We encouraged the patients to take a walk outside the hospital after 18:00 on weekdays and at any time during weekends. Nurses and physicians provided supportive care according to the patient's health status. Pot plants were not allowed in the ward because of the risk of infection.
| Data collection
A descriptive qualitative design was adopted. Interviews were conducted from May to November 2012. A clinical nurse at the outpatient clinic assisted with recruitment of eligible patients. The patients were recruited 1-2 weeks after discharge from the unit. Inclusion criteria were as follows: patients had undergone HSCT, had to be ˃18 years old, and had to be able to read, speak, and understand the Swedish language. Furthermore, for the patient to continue in the study, the interview had to take place during the first 6 months post-HSCT. A letter describing the study was sent to the patients by the first author (KB).
After 1 week, the patients were contacted by telephone and asked whether they would be willing to participate. KB is a registered nurse with extensive experience in haematology and oncology nursing; at no time during the study, did she contribute to the care of the patients.
All patients were interviewed by KB at a time and place of their choosing (in the patients' home or in an outpatient room). An interview guide was developed that included the following information: the decision (why and how) as to where the patients were to be treated (home or hospital), the experiences of being treated in different care settings, the contact with healthcare professionals, the relationship with the family, and the patients' own health and daily life. The patients were asked to describe their experiences in these areas in relation to the acute post-transplant phase. Field notes were collected after each interview. The recorded interviews were immediately reviewed in an endeavour to obtain an immersed knowledge of the data. The material was saved for future reference. The interviews, lasting a median of 53 min (range 23-91 min) took place 29-120 days after HSCT. All interviews were audiotaped with the participants' consent and transcribed verbatim. Medical information on diagnosis, conditioning, stem cell source, donor type, and length of stay (i.e. from admission to discharge from the centre), regardless of the care setting and readmissions, was obtained from the patients' medical records.
| Data analysis
Content analysis (CA) using an inductive approach was chosen to analyse the data. CA is a dynamic form of analysis of verbal data orienting towards summarising the content of the data. The approach, which can be applicable at various depths, focuses on differences and similarities in the data (Krippendorff, 2004) . The analysis began by reading the transcribed interviews to gain a sense of the overall content, first without any agenda, and second, with the study aim firmly in mind (Graneheim & Lundman, 2004) . Next, sentences, or meaning units, relevant to the aim of the study were digitally coloured and then cut and pasted into a separate document. All meaning units were condensed and labelled into a code that stayed true to the original text. All codes were continuously compared to identify differences and similarities.
This process was done individually for each of the 15 interviews.
Based on the codes, subcategories were developed (a subcategory is a group of codes sharing commonality). Finally, categories with an underlying meaning were developed. Interpretation of the categories was done as far as was reasonable and possible (Elo & Kyngas, 2008) to express the manifest content of the text (Graneheim & Lundman, 2004) . When preliminary analyses of all interviews were completed by the first author, a comparison was made within the research team with five of the transcript codes to determine interrater reliability (Burnard, Gill, Stewart, Treasure, & Chadwick, 2008) . In this study, we did not rate a numerical index of agreement; instead, a consensus was reached by discussing codes in relation to the transcript. Similar codes were abstracted into categories and discussed extensively among the authors. Alternate subcategories or discrepancies were considered.
The aims of these discussions were to strengthen trustworthiness and promote analytical rigour.
| Research ethics
When research involves humans as participants or subjects, it is paramount to consider ethical issues. Such consideration is even more crucial with vulnerable patients and those who often have a high burden of symptoms after HSCT. The first author was aware of these issues throughout the interview process. The patients were given written and verbal information outlining the study, emphasising the voluntary nature of their participation, and their right to withdraw consent at any time. They were also told that anonymity would be preserved and that quotations from the interviews would be formulated in such a way as to protect their identification. The study was approved by the Regional Ethical Review Board (Dnr 2010/1531-31/2) and informed consent was obtained pre-emptively from all patients.
| RESULTS
| Sample
Nineteen patients were asked to participate. Four patients declined because of either a lack of interest or a high symptom burden. Thus, the final sample included 15 patients (six women and nine men), with a median age of 55 years (range 30-68 years). More than half (n = 9) have had experience of both hospital and home care during the neutropenic phase. Acute leukaemia was the most common diagnosis.
Demographic and clinical characteristics of the sample are listed in Tables 1 and 2. The findings are presented through the four categories listed in 
Evelyn, 60 years
Patients felt safe at home because of the support they received (mainly from the nurse who visited the patients and checked their wellbeing every day using the same care routines). The close distance to the hospital in the event of deteriorated health and the around the clock telephone support from the transplantation unit were described as other factors promoting a feeling of safety.
It really felt safe at home. Oh yes… I only needed to make a phone call and I could talk to someone. And there was no
sense of insecurity at all.
Stephen, 57 years
Some patients expressed several negative aspects of home care, such as a longer delay to medication changes compared with those at the hospital in which the change occurred directly. Because of a shortage of nursing staff, some patients had to stay in the hospital or visit the hospital, even though they had no medical condition requiring hospital admission. Positive advantages of being at home included eating better, more opportunities for physical activity, a sense of freedom, being with the family, the joy of being at home in their own environment, and the environment near the home. Altogether, these positive advantages helped the patients to live a more normal life. Some patients also noted 
Adam, 41 years
Some of the patients in home care were re-admitted because of neutropenic fever, infection, or pain. These events were fully expected, and as soon it was medically safe they returned home. A few patients remained in the hospital during the neutropenic phase because of severe and high symptom burden or because they lived too far away from the hospital.
To be in the hospital, the sense of being isolated depended on the patient's different side effects, i.e. when they felt bad it did not matter that they were isolated in a small hospital room. Further, living with restrictions due to isolation had little effect on the patients because they knew that these restrictions would be for a limited time. "When you are ill, you have a different outlook". David, 28 years
The days were filled with assessments and care routines from the healthcare professionals, which the patients experienced as bothersome. However, after some time in the hospital they understood the reason for the intensive care and that enhanced their feeling of safety.
They described the negative surroundings of the hospital (i.e. the room's furniture and a sterile-like environment). Other negative aspects included the food and sleep interruption because of care routines during the night and in the early morning hours. All patients agreed, however, that the hospital was the safest care facility if in poor health.
| To have a supportive network
To undergo HSCT entails meeting the healthcare team over a long period in the hospital, at home, and in the outpatient clinic. Patients Continuity in the healthcare team was another important factor for why the patients felt supported and reassured.
I have faith in them; they can do their job. They are genuinely interested in this. They are very enthusiastic… ex-
actly, that's it. That's why it feels very safe-that they have it in them, that they really believe in it.
John, 60 years 
Eric, 59 years
The patients reported variation in support from friends and colleagues at work. The importance of informing others about the HSCT was expressed, even though they felt that it was very difficult to explain the different phases of the transplantation. During the neutropenic phase, the patients were kept isolated, irrespective of the care setting, which led to a change in their contact with friends and colleagues. They stayed in contact through "Skype" conversations and many text messages and calls via a mobile phone. When the patients were interviewed, they were at the beginning of the early recovery period. Thus, they had to consider "their premature immunological system," which meant less physical contact with the outside world.
| My way of taking control
The patients experienced common side effects and adverse events (e.g. fatigue, pain, nausea, and eating problems) from the effects of the HSCT procedure. The approach and attitude towards handling the side effects and HSCT varied from individual to individual. Some patients mentioned the intense battle they experienced, whereas others expressed surprisingly little distress or concern in response to their situation. Before the HSCT, there had been several information meetings. For some patients, it had often been difficult to assimilate all this information and to predict how things would transpire.
One strategy was to gradually take in information during the pre-HSCT phase. The patients mentioned the complexity and difficulty in understanding the HSCT. The patients underlined the importance of receiving frank and positive information. Therefore, one way of taking control was to gain knowledge based on their personal needs.
Knowing more also meant that the patients could be involved in care decisions.
But to be able to contribute and understand why these medicines are used in this way-we do this so that we are not going to be treated like a package or a thing, an object that can be looked past… without being part of it. This has been very important to me.
Eric, 59 years
One strategy to manage a high symptom burden was to set up shortterm (1 day or 1 week) goals. Another approach was to establish daily routines to structure the care trajectory. The impact of GVHD was evident in all patients. Some already had experienced a condition of GVHD, whereas others feared it and some even expressed a wish to develop a mild form of GVHD because of its known anti-leukaemia effect.
Many patients were grateful for having the opportunity to be treated with HSCT though they also had feelings of uncertainty in dealing with the anxiety of not knowing whether the HSCT would be successful. To manage this uncertainty, living in the here and now was described as being an effective strategy.
Everything depends on how it goes. Thus far, it has gone
well, so it all feels good. 
| My uncertain return to normality
The patients were in the early recovery phase at the time of the interviews. They reflected on the time and who they were before HSCT.
They had had different expectations about HSCT. Those who (mistakenly) thought it was a major invasive procedure were surprised to discover that it was "only an intravenous infusion." Living with the side effects of HSCT proved to be challenging, especially not knowing how long the effects would last.
The hope and expectation of being cured was another important issue for the patients. It was obvious to the patients that they had an uncertain future, with the risk of relapse and even death. In cases of relapse, the majority of the patients chose to undergo a second HSCT.
The patients realised that they were at the start of a long recovery process, including having to live and deal with numerous medical followups. All patients stated that the restrictions pertaining to food, hygiene and contact with animals were a major obstacle to normal living. They also expressed uncertainty about how and for how long they would have to live with these restrictions. The majority of the patients missed a more personal and dynamic guideline with regard to the restrictions in relation to their own health and life situation. Finally, the narratives of all the patients depicted how their own body had changed, expressing a strong desire to return to the person they were before the HSCT.
Despite their fears, the patients hoped for a normal everyday life. A majority of our patients had experienced both home and hospital care. Regardless of the caring context, all patients felt that they were in a safe environment. This finding is consistent with our previous study in which the feeling of security was based on the staff's high competence level and different care routines (Bergkvist et al., 2013) . In this study, different factors were related to safety: care routines, receiving continuously updated information, and the skill and competence of the healthcare providers. Competence has been described as a blessing, as a security and as a guarantee of a positive outcome (Coolbrandt & Grypdonck, 2010) . Feelings of safety in home care patients were also related to the daily meetings with the healthcare professionals and the possibility of having 24-h contact with the transplantation centre.
Some of the patients had to stay at the hospital because of a nursing
shortage. This circumstance highlights the need for a more flexible organisation with sufficient healthcare personnel to be able to fulfil the patients' wish to be treated at home.
Over the past two decades, there has been an increasing tendency for selected patients to be treated in outpatient settings or at home during chemotherapy or after HSCT. One major justification for this choice of treatment is the growing imperative to improve patient experience (Mcdiarmid et al., 2010; Russell et al., 1992; Sive et al., 2012; Solomon et al., 2010; Svahn et al., 2000) . Still, what does it mean for the patient to be at home? We have already reported that patients in home care tend to be more satisfied with care in general than patients in hospital care (Bergkvist et al., 2013) .
In this study, we can add knowledge how patients experienced their home care as a feeling of freedom and connectedness. Several advantages of living at home as compared with a hospital setting emerged, including eating better, opportunity for greater integrated physical activity, and being part of a more pleasant and familiar environment. Some patients noted that being at home might helped in recovering more quickly from the HSCT. Compared with hospitalisation, receiving care at home, in addition to being less stressful, made it possible to live a more normal life despite side effects and restrictions.
The home plays a central role in the lives of most people. It is a place of permanence, hope, peace and comfort, allowing independence and serving as an arena for one's own routines (Holmberg, Valmari, & Lundgren, 2012; Williams, 2002) . Furthermore, Roush and Cox (2000) suggested that the meaning and function of the home cannot onle be seen as a familiar place of comfort, as a centre for everyday experiences, free time, and social life, but also as a protector of privacy, identity, and safety.
The patients felt that being with the family was essential, as indicated by the category: To have a supportive network. Patients with home care needed a family member or friend to stay with them during the pancytopenic phase. In an earlier study, the most common reason for declining home care was not having a family member as a support person at home with the patient (Frey et al., 2002) .
All of our patients reported having a family member willing to provide support and encouragement at home. We can only speculate that this can be the result of several factors: a good family relation, the individual's private financial situation, distance to the hospital, and family member involvement in decision making together with the patients regarding care and the care setting. On the other hand, family members may feel strong social pressure to participate in home care. In a recent study, family members reasoned that home care was a family matter but that the final decision was ultimately entrusted to the patient (Bergkvist, Larsen, Johansson, Mattsson, & Fossum, 2016) . This finding suggests that it might be difficult for family members to refuse to accept the home care alternative, that is, they comply with the patient's decision regardless of their own position.
Many patients reported that HSCT is a complicated procedure but that they nevertheless had trust in the healthcare providers making the right decisions, which was another part of the supportive network.
Furthermore, the patients felt that they received strong encouragement from the healthcare staff. In two previous studies, nurses found that giving positive feedback is essential for trust (Coolbrandt & Grypdonck, 2010; Sabo, 2011) . Because the HSCT is delivered within a tightly structured protocol designed for maximum treatment efficacy and survival, it is important to offer the patients opportunities to express their own treatment preferences and involvement in treatment decision making, so the care becomes person-centred without taking medical risks. One example is how healthcare professionals have faith in the patient's ability to be at home. Importantly, in daily hospital routines nurses need to identify situations that could be more personalised and permit patients to exercise a degree of control over their own daily life, as well as to take a more active role in their own care.
Person-centred care is driven by the patient's needs and preferences, and has been shown to improve patient satisfaction, participation and safety (Ts, Olsson, Ekman, & Carlstrom, 2014; Zucca, Sanson-Fisher, Waller, & Carey, 2014) .
The patients also acknowledged the importance of receiving candid and individualised information and being able to participate in the care process, which were contained in the category My way of taking control. Many patients took an active part in understanding their treatment and obtained adequate answers from the healthcare staff. Well-informed patients are more likely to adhere to treatment recommendations, which are essential for outcome and safety (Murphy, Bartholomew, Carpentier, Bluethmann, & Vernon, 2012) .
Facing a life-threatening illness and then undergoing an HSCT and a recovery phase involve a long transition period for the patients. In the final category, My uncertain return to normality the uncertainty was evident in all patients in the post-transplantation period and confirms recent findings (Dunn, Arber, & Gallagher, 2016) . Findings from that study described how the uncertainty was experienced at every stage of the illness, including insecurities about the return home. This uncertainty, to be at home, cannot be confirmed in our findings. To be at home was a safe place for the patient. In this study, all patients expressed hope for a lasting cure. Hope has been identified as one important coping strategy during HSCT (Saleh & Brockopp, 2001 ).
Although the patients were interviewed in the early recovery phase, some noted that normal before the disease and HSCT had changed after these events. Some patients described a change in values about that important in life, indicating a transition to a new life situation. However, this change often takes a longer time than patients expected. Another potential way to reduce uncertainty is to create a new life in which control and confidence are increased (Penrod, 2007) .
Assistance from healthcare staff in helping patients seek and identify realistic goals may facilitate their integration into a new life situation (Johansson, Larsen, Schempp, Jonsson, & Winterling, 2012) . As described by the patients, many of the restrictions after HSCT were an obstacle to having a normal life and that individual advice in addition to standard guideline care was needed to overcome these restrictions.
This study highlights the need for a more personalised care, especially during the long recovery phase.
Our findings add knowledge and insight into patient experiences of different care settings and an altered life situation, which may help healthcare professionals to gain a better understanding of the care pathway of their patients. Our study was limited because the sample size was small and was conducted at only one centre. The generalisability of our findings is probably influenced by external factors such as differences in care between hospitals or the context of health care in Sweden. Although, because it concerned fundamental considerations for the patients, the main results of this study may be applicable to HSCT patients in other settings. Different categories and areas of code might have emerged if we included patients from more ethnically diverse populations.
One strength of the study was that most the patients had received both hospital care and home care. Another strength was the variation in the patients' age, sex, time since HSCT and medical and socioeconomic characteristics. We have increased the credibility further by presenting details of the setting, participants, data collection and analysis, as well as making our interpretation of the data more tangible to the reader through incorporation of quotations from the patients' narratives. We allowed the reader to confirm or reject the credibility and transferability of the present results. An advantage of this study is that the interviewer was a nurse and was able to establish an atmosphere of safety, which may have led to the participants feeling unrestrained to share their experiences and thus provide subtle and rich statements. The authors' different pre-understandings contributed to critical reflections and analysis that added to the trustworthiness of the data.
| CONCLUSIONS
The findings contribute to our understanding of patient experiences of different care settings and their life situation during HSCT. The main findings are applicable regardless of care setting. Our findings showed that the patients felt safe in both home and hospital settings. The supportive network (i.e. the healthcare team, family and friends) was a vital factor in the care of the patients. The patients used emotional or problem-focused strategies, or both, to take control of an uncertain future. Home care had positive advantages over hospital care: a more natural eating experience, opportunity for greater integrated physical activity and a more pleasant and familiar environment.
